A study of 50 terminally ill cancer patients revealed that 52% were uninformed regarding their diagnosis and prognosis. In almost all cases the relatives had been adequately informed. No less than 82% of the terminally ill patients showed an awareness of the fatal prognosis. Most of the patients found the communication with the doctor and the relatives as unsatisfactory. Comparing this group with another group of non-terminal medically ill patients showed striking differences between the two groups. The findings are compared with those reported from the West and the implications of the above observations discussed.
Introduction
Given a choice, most people wish to die quickly and thereby avoid sufferings (Feifel 1956) . Such "choices'* are however not always available. One is often confronted with progressive illness, such as intractable cancers, which provide a definite expectation of death, within a short time span. Such states constitute a major crisis for not only the afflicted persons but also for the relatives and the hospital staff caring for the dying patients.
Glaring exceptions are often made while dealing with those who are terminally ill. The right to information is the first casuality. It is presumed that the truth will be too distressing for them. Communication around them is usually inadequate and distorted. Studies by Kubler Ross (1974) and Leshan & Leshan (1961) have shown that Doctors avoid their dying patient at a time when the latter are faced with the greatest crisis of their life. They see such cases as a defeat. Relatives tend to get submerged in grief. "Thus it is that while the living avert their eyes, the dying remain little understood, nor helped beyond nursing comforts" (Cappon 1959 ).
Contradictory views have been expressed over the question of telling the diagnosis to the person afflicted with a terminal illness. The majority of laymen were more in favour of themselves being told tht they had cancer, than other in a similar condition be told (Kelly & Friesen 1950) . Among a group of 200 doctors, while 88% would not tell the patient, no less than 60% of the same doctors would like to be told if they had an equally sinister form of cancer, (Oken 1961) . On the contrary about 75% of the patients with incurable cancers thought that cancer patient should be told of their diagnosis (Aitken Swan & Easson 1959 , Gilbertson & Wengensteen 1961 ).
While controversies continue over communicating the "internal diagnosis" to the patient, there is a surprising unanimity over talking frankly to the relatives (Hinton 1967 , Parkes 1972 . This is in sharp contrast to the usual medical practice of confidentiality.
Despite the mystifying silence that envelops the terminally ill patients, the majority seem to be aware of the impending death (Gilbertson & Wangensteen 1959 , Hinton 1967 , Weisman 1972 .
Spurred by these observations from the West as well as by the need to know the state of affairs in a developing country like India, we undertook the present study, which formed part of a larger study on -"Observations on patients dying with terminal illness and attitude of the staff and relatives caring for the patient" (Khanna, 1984 , Unpublished thesis). The present paper aims at examining the following questions:-a) Whether the terminally ill cancer patients are told of their diagnosis and the possible outcome, b) Who gives such informations to the patient, c) What is the patients own understanding about his illness, d) Whether the patients perceive a change in the attitude of the Doctors and relatives caring for them, e) Whether the relatives are told of the diagnosis and outcome.
Material and Methods
Subjects for the present study were taken from the Radium Institute attached to the Patna Medical College. All cases with incurable cancers were taken up for the study. During the period of the study, 78 patients were identified as being terminally ill (Approximate life expectancy being 6 weeks to 6 months) by the concerned consultant. 15 patients left the hospital soon after such a diagnosis was made and had to be excluded from the study. The reason for discharge varied from economic considerations to desire by the relatives to take them to other centres or to let the patient "die in peace at home". 8 patients were "too ill" to be interviewed either at the time of admission itself or soon thereafter. 5 patients or their relatives refused to participate in the study.
A control group of 75 patients admitted simultaneously to the medical wards of the Patna Medical College for conditions not thought to be associated with grave prognosis were taken.
Out of the 50 patients with terminal illness 37 patients had already been diagnosed as incurable before being referred for palliative efforts. The rest received such a diagnosis after admission to the Radium Institute. The first interview was always carried out within three days of the final diagnosis. Subsequent interviews were spaced, with a minimum of 3 interviews for each case and the intervals not more than a week. For the medically ill the minimum number of interviews were 2, other things being equal.
During the course of the semistructured interviews with the patients, enquiry was made in the following areas:-Whether they have been told about the illness that afflicts them and the possible outcome. Who provided such information to them? What was their own perceptions, irrespective of the information provided? Whether they feel that there has been a change in the attitude and behaviour of those caring for him. The questions were put in a nondirective way. Transcript of each interview was made. All available relatives were also interviewed to ascertain whether they had received information regarding the diagnosis and the possible outcome of the patients illness. They were also asked whether such information has also been provided to the patient, who imparted such information and to what extent.
Results
The Sample consisted of 50 terminally ill cancer patients and 75 non-terminal medical patients. The sex distribution for either group was identical M:F = 3:2). Striking differences were found between the two groups as regards the communication of diagnosis to the patients. Among the terminally ill cancer patients only 8% had received the diagnosis from the Doctor. 40% got some information from the relatives while 52% were uninformed as regards the diagnosis and prognosis. In contrast 69.3% of the non terminally ill medical patients were told about the diagnosis by the Doctor, 29.3% by the relative, while only 3% had no information. When the relatives were the informant for the terminally ill patient, they had only given censored versions of what was told to them by the Doctor as regards the prognosis.
In contrast to the patient, the relatives had almost invariably been told about the diagnosis and the prognosis in the terminally ill (96%) as well as non-terminally ill (100%) cases.
As high as 82% of the terminally ill patients had shown clearly that they were aware of the fatal prognosis, 60% talked about it freely, 22% spoke of it as a possibility, while 18% avoided this topic altogether throughout the interviews. Among the non-terminally ill patients, 8% talked of death as a possibility.
Realization usually grew out of the long duration of symptoms which had largely proved to be resistant to treatment. Transfer to the Radiotherapy unit was a major event which made them more acutely aware of the implications of their illness. It was commonly referred to, by laymen, as well as the hospital attendants, as the "Cancer Ward" and the word cancer was taken as a death sentence. 86% of the terminally ill patients found the daily rounds of the Doctors as unsatisfactory. Resentment was expressed chiefly because the time spent with them was thought to be much less than those spent with other patient in the ward; and a feeling that they tend to discourage communication. Conversely 76% of the medically ill found the daily visits of Doctors to be adequate for their needs and did not usually notice if there was any difference between the time spent with him and other patients in the ward.
76% of the terminally ill cancer patients thought that their relatives were behaving in unaccustomed ways in contrast to 24% of the non-terminally ill. They were thought to be tense, uneasy, conversation and either overprotecttive or "not sufficiently concerned". 62% talked about the financial burden that the hospitalisation had imposed on the relatives. 52% of them felt that the relatives were more optimistic than the situation warranted.
Discussion
In the present study we found that the condition in this part of the world is not much different from those reported from the West, with only minor differences.
The finding that as many as 52% of the terminally ill received no information regarding their illness and 42% only got minimal information from the relatives, is comparable to the finding of Weisman (1972) who found that 7 out of a group of 20 cancer patients were given ample information, 3 patients were told little and 10 were given very meagre information about themselves. These findings are also borne out by the general attitudes of laymen (Kelly & Friesen 1950) and Doctors (Oken 1961 ).
96% of the relatives of the terminally ill had not been told about the diagnosis and the prognosis. This is similar to the finding of Oken (1961) who found that 88% of the Doctors who disapprove of the diagnosis being told to the patients tell the relatives. Hinton (1967) found a great degree of agreement about telling the diagnosis to the relatives. Parkes (1972) reported that 19 out of 22 London widows had been warned before hand about the seriousness of their husband's condition.
The finding that 82% of the patients had shown clear indication that they were aware of death being round the corner, is slightly more than what has been reported in the West. Exton Smith (1961) and Wilkes (1965) reported in the West. Exton Smith (1961) and Wilkes (1965) reported that about a quarter of the patients were aware of the final outcome, although they themselves thought that this may be an underestimate because of the insufficient time available for their study. Weisman (1972) found that 15 out of 20 cancer patients had a reasonably clear idea about their illness. Although 7 had received ample information, 11 were able to speak of death in the near future, directly. The higher figures in the present study may be attributed to the relatively higher death rate in India, a more fatalistic attitude of the Indians, and probably poorer medical facilities available here than in the developed countries.
In the present study 86% of the terminally ill found the Doctors daily visits to be unsatisfactory, in contrast to 24% of the non-terminally ill patients. Similar findings have been reported by Kubler Ross (1972) has Leshan & Leshan (1961) . Buckingham et al. (1976) on the basis of participant observation, noted the sharp differences in the surgical wards and the palliative care units. In the surgical ward, doctors rarely entered the patient's room alone; mean duration of contact was substantially shorter; interviews were rushed and restrictive. The opposite was the case in palliative care units. Sadly, such palliative units were not available in our setting.
Further, we found that 76% of the terminally ill patients found the behaviour of the relatives to be strange and unfamiliar. Often they were described as avoiding, emotionally withdrawing or overprotective. Similar findings have been reported by Hinton (1967) , Singher (1974) , Kalish (1977) . Weisman described this as a "bereavement of the dying".
To conclude, the dying patient remains as isolated and uninformed in our country as in the West, probably with a greater awareness of the impending death. Much can be said in favour of doing away with the deliberate evasion of terminality that is carried out in the name of sensitivity, sympathy and compassion.
The guiding principle for the management of the terminally ill should be: safe conduct, dignified dying and an appropriate death (Weisman 1980) . "Dignified dying" denotes that one continues to regard a dying patient as a reponsible man capable of clear perceptions, honest purposeful relationships and as Augustine and Kalish (1975) pointed out that two of the three most important conditions that must be available for an "appropriate death" are open communication and warm personal relationship. Further, it is virtually impossible to have a warm personal relationship with a dying individual without being able to relate to that person in terms of his or her own dying.
